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Background and purpose: Input of a specialist physiotherapist is integral to the management of children with cystic fibrosis (CF). In recent
years, many regional centres have developed specialist physiotherapy posts based in the community. The aim of this study was to ascertain
the effectiveness of the community physiotherapy service in Newcastle upon Tyne, from the families’ point of view.
Methods: The current service was reviewed and a questionnaire was developed and sent to all families with a child/children attending the
regional paediatric centre for full care. It was adapted from a standardised patient satisfaction survey and included both open and closed
questions.
Results: One hundred and six questionnaires were sent with a response rate of 50%. Eighty-nine percent of respondents had been reviewed
by the community physiotherapist. Ninety-one percent were satisfied with the overall service provided. They felt involved in the treatment
plan (94%) and understood the reasons for follow up visits (92%). Eighty-five percent of respondents had a contact number for the
community physiotherapist. Comments from parents were generally positive. Many families requested increased input in the home as they
found it more beneficial than review in the clinic setting.
Conclusions: There was a high rate of satisfaction with specialist physiotherapy support in the community for children with CF among
families who responded to the patient satisfaction survey.
D 2005 European Cystic Fibrosis Society. Published by Elsevier B.V. All rights reserved.Keywords: Cystic fibrosis; Physiotherapy; Community support1. Introduction
Physiotherapy is an integral part of the management of
children with cystic fibrosis (CF). The role of the CF
physiotherapist encompasses many aspects including:
˝ Respiratory assessment
˝ Teaching, reviewing and revising appropriate airway
clearance techniques (ACT)1569-1993/$ - see front matter D 2005 European Cystic Fibrosis Society. Publish
doi:10.1016/j.jcf.2005.01.002
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liz.hardy@nuth.northy.nhs.uk (L. Hardy).˝ Development of individual exercise programmes
˝ Management of stress incontinence
˝ General education and support for the child and family
˝ Liaison with physiotherapy colleagues and other health
professionals.
Involvement by the CF physiotherapist commences as
soon as the diagnosis is made and continues throughout life.
The treatment burden in CF is high and adherence is known
to be a significant issue [1,2].
Regular review by a suitably skilled and experienced
physiotherapist is recommended [3]. Traditionally, physi-
otherapy review has taken place during hospitalisation and
in out-patient clinic settings. In recent years, a growing
number of CF centres in the UK have begun to offer
specialist physiotherapy support in the community. The CF
Trust Guidelines recommend that all specialist CF centres4 (2005) 123 – 127ed by Elsevier B.V. All rights reserved.
Fig. 1. Outline of the North East of England.
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physiotherapy for advice and support when required [3].
In Newcastle upon Tyne, where there is an established
paediatric in-patient and clinic service, the CF community
physiotherapy service has been in existence for 5 years.
Staffing consists of one clinical specialist physiotherapist,
who has responsibility for the CF community service and
shared care clinics. Additional duties include provision of
physiotherapy input to children referred to the regional
bronchiectasis service and a research commitment.
There has been little published data regarding the benefits
of specialist community physiotherapy input for this group of
patients. Perceived benefits include a more relaxed atmos-
phere, less disruption to family life, improved retention of
information and the value of a link between home and
hospital care [4]. Several studies have examined the benefits
of home versus hospital IV courses [5,6]. Only one mentions
physiotherapy as a component of home input. A short survey
found that 35% of parents thought that physiotherapy was
carried out more effectively in hospital compared to 39%who
considered adherence better at home [7].
As there is a lack of research in this area of physiotherapy
management, the study was set up to determine if the children
with CF and their families managed at this centre found the
community physiotherapy service beneficial. The aims of the
study were to review the current community physiotherapy
service provision, including annual number of home visits
and to ascertain the effectiveness of the service for children
with CF from the families’ point of view.2. Description of current service
The current service provision is approximately 3 days per
week clinically dedicated to CF and this is available flexibly
from Monday to Friday 8 am–6 pm. One hundred and
sixty-four children currently attend the centre. This includes
full and shared care patients. The region is illustrated in
Fig. 1. Shared care clinics also take place in Cumbria.
Referrals are accepted from any member of the paediatric
CF or physiotherapy teams. Parents and children may also
self-refer. Appropriate criteria include recent diagnosis,
review during home intravenous (IV) antibiotic therapy,
assessment of respiratory exacerbations, adherence issues,
introduction of new treatment techniques, complex social
circumstances and terminal care.
All children who are hospitalised at the time of diagnosis
will be assessed and treated as indicated by their clinical
condition. An experienced senior paediatric physiotherapist
will teach the family appropriate techniques for continuing
routine treatment after discharge. Whilst on the ward, the
family will meet the community physiotherapist, and a home
visit will be arranged. The first visit takes place within a week
of discharge. Subsequent visits will depend on the level of
support felt to be required both by the physiotherapist and the
parents. Some families cope well and can be followed up inclinic while others require input in the home over a longer
period of time. Children who are not admitted to hospital at
the time of diagnosis will receive a home visit from the
community physiotherapist within a working week of receipt
of the referral, with subsequent visits arranged as required.
All parents are advised to make direct contact with either
the physiotherapist or specialist CF nurses if their child is
unwell. The child will then be assessed either in the home or
on the day unit at the main hospital. All children receiving
home intravenous antibiotic therapy will be seen by the
physiotherapist during the course. Ideally the physiothera-
pist will assess them on the day unit when they attend for
line insertion. They will then receive a home visit
approximately half way through the course. Further review
at the end is arranged if necessary.
Teaching and learning a new treatment technique during
clinic reviews can be difficult due to time limitations. In the
home, there is less stress and more time for all involved.
Adherence to treatment is known to be a significant issue for
families, and children often comment that physiotherapy is
the most difficult aspect of their treatment regime. Working
with the child and parents in the home for a set period of
time can often help with the development of appropriate
management strategies.
In rare circumstances, the community physiotherapist will
carry out treatment sessions in the home, on a short-term
basis. This may be required if there are complex or difficult
social circumstances, for example when a parent is unwell.
The terminal phase of the illness is clearly an extremely
stressful time for the family. Any child who wishes to die at
home will be offered support by the physiotherapist at this
time.3. Methodology
In order to evaluate the service, a postal questionnaire was
developed and sent to all families with a child/children
Table 1
Presentation of main results of questionnaire, expressed as percentages
(some respondents did not answer all questions)
Question Yes No Unsure
Convenient appointment time offered 94 4 2
Parent/child felt able to voice opinions 91 7 2
Parent/child felt able to ask questions 96 4 –
Parent/child felt that treatment plan appropriate 96 2 2
Physiotherapist explained any changes required 85 – 4
Parent/child understood need for follow up visit 92 2 2
Family had contact number for physiotherapist 85 13 2
Family satisfied with physiotherapy service 83 8.5 8.5
Parent/child would like additional home visits 28 42 28
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for full care. It was adapted from a standardised patient
satisfaction survey devised by the Chartered Society of
Physiotherapy [8]. The survey addressed viewpoints regard-
ing the current service and requested opinions about possible
improvements using both open and closed questions. Parents/
carers and their children were given the opportunity to
participate in completing the questionnaire. A covering letter
and stamped addressed envelope were included. Ethical
approval was obtained from the local regional ethics
committee. To ensure confidentiality and anonymity,
responses were returned to the departmental secretarial staff,
rather than to the community physiotherapist. After 4 weeks,
a reminder letter was sent to encourage an increase in the
response rate. Data regarding numbers of home visits for the
previous 5 years were also analysed.4. Results
One hundred and six questionnaires were sent to 102
families, 4 families having two children with CF. Only 9 of
these families had not been reviewed at home by the
community physiotherapist on at least one occasion. The
response rate was 50% (n =53). The age range of the
children was 0–18 years. Results are presented in percen-
tages. Parents completed 92% of questionnaires with only
8% of children participating.
The mean annual number of home visits was 163 (range
134–208). Eighty-nine percent of families had received
input at home by the community physiotherapist on at least
one occasion. Of the 6 respondents who had not, 4 felt they
did not require a home visit, 1 would like a visit and 1 was
unsure. For the group who had been visited, there were a
variety of reasons for this. These can be seen in Fig. 2.
Ninety-four percent of respondents stated that they had
been offered a convenient appointment time. The majority
(98%) felt that the physiotherapist listened to their concerns
and viewpoints. They felt able to ask questions (96%) and
were involved in the treatment plan (94%). Ninety-six
percent thought that the plan was appropriate to the needs
of the child and family. Seventy percent felt that they were
given a say in available treatment options. Of the 28% who0
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Fig. 2. Reasons for home visits.answered this question in the negative, 50% of children were
in the 0–2 years age group. If changes were made to the
physiotherapy management, 85% of respondents thought the
reasons for this, or new techniques taught, were adequately
explained by the physiotherapist. For the group who required
a follow up visit, 92% understood the reasons for this.
Eighty-five percent of respondents had a contact number
for the community physiotherapist. Sixty-six percent of those
had contacted her and found that if they left a message, they
received a response within a reasonable time period.
Overall, respondents reported a high degree of satisfaction
with the community physiotherapy service. A significant
proportion of families wanted additional home visits and a
further proportion were unsure if they wanted or needed extra
home visits. These results are illustrated in Table 1.
Parents were invited to make any other relevant com-
ments and to suggest any improvements they thought would
be beneficial to the service. The majority of respondents
commented that generally they were very happy with the
service provided. They found the community physiothera-
pist helpful, approachable, supportive and friendly and they
received good, understandable advice. Home visits in a
more relaxed atmosphere were felt to be more beneficial and
less frenetic than clinic visits. Some parents felt that their
children paid more attention at home and that disruption to
family life was minimised. Several families found it
reassuring to know they could phone the physiotherapist
to get advice or to request a home visit. Reasons for extra
visits to be requested were mainly in connection with issues
of adherence or for education and training in the use of new
treatment techniques. There were some requests for routine
annual visits to review physiotherapy management in the
home. One family was unhappy that the community
physiotherapist was unable to visit to carry out ‘‘hands
on’’ treatment several times a week. The only improvement
suggested was that the community physiotherapy service
needed to be better resourced and staffed.5. Discussion
Overall, the majority of families who responded to this
survey found the community physiotherapy service to be a
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based around hospital admissions or out-patient clinic
appointments. They clearly felt that review by the physi-
otherapist in the surroundings of their own home allowed
them the opportunity to discuss issues more easily, learn
new techniques and tackle adherence issues. Their children
paid more attention to treatment issues and disruption to
family life was minimised.
A significant proportion of families appropriately
requested additional home visits, mainly for assistance
and advice in dealing with adherence issues and learning
new physiotherapy techniques. Multi-disciplinary clinic
visits can be stressful for both parents and children and
often involve long periods of waiting to see the various
team members. There are no toys provided in the clinic
rooms, as a measure to prevent cross infection between
patients, so unless parents bring favourite items from home,
young children become easily bored. Although physiother-
apy staff are appropriately skilled, the outpatient clinic does
not offer sufficient time, or a conducive atmosphere in
which to learn new treatment techniques or have in-depth
discussions around the difficulties associated with carrying
out effective treatment. In the home, more time is available
and families feel relaxed and empowered in familiar
surroundings.
Some families requested one to two routine visits a year,
in the home, to review physiotherapy techniques. However,
routine review can be efficiently carried out in the out-
patient clinic. Any problems identified will be discussed
with the community physiotherapist and, if appropriate, a
home visit arranged. Due to the large geographical area
covered by the service, and the complexity and number of
patients attending the clinic, it would be difficult to provide
any routine visits on current staffing levels.
Some parents did not feel they were allowed an opinion
about treatment options. Many of these had children in the
0–2 years group. There are fewer methods of treatment to
choose from in this age group which would explain this
finding. Once children are older and more options for
physiotherapy are available, parents felt that their opinions
were valued and considered.
The majority of families were happy with the appoint-
ment times offered. Every attempt is made to review school
age children after school or during the holidays to minimise
absence. It was reassuring to see that this was satisfactory to
families and there were no requests for late evening or
week-end visits.
A further 28% of respondents were unsure if they wanted
additional home visits. These families may have been happy
that their needs were being met by the physiotherapy service
provided in clinic. However, it is possible that they were
unaware of the range of self-referral criteria. If their child
has been reviewed for one particular reason e.g. review
during home IV’s, they may not realise that they could also
receive support at home for other problems. To resolve this
issue, it is planned to give a letter to each family at clinic.This will explain the community physiotherapy service and
advise families to discuss their need for additional home
visits with the CF physiotherapist.
A large proportion of families did have the contact number
for the community physiotherapist but this should be 100%.
Therefore, when the letter mentioned above is distributed, the
physiotherapy contact number will be included.
If additional families do request extra input, this will
involve further service pressures and raise issues concerning
staffing levels. The CF Trust recommends one full time
physiotherapist per fifty patients with CF [3]. Even when the
clinic and in-patient team are included, the staffing levels at
Newcastle upon Tyne are significantly below this level and
therefore there is little potential to expand any of the
services currently provided. Opportunities for the funding of
new posts are scarce.
It was reassuring that only one family requested regular
‘‘hands on’’ physiotherapy for their child. The large
geographical area and caseload of the specialist community
CF physiotherapist limits the role to focusing on education,
assessment, strategies for dealing with adherence issues,
providing support and encouraging active participation of
parents and child. Home visits purely to do the child’s
physiotherapy on an occasional basis, such as once a week,
do not achieve any of the above and although they may give
parents a break from carrying out treatment, ongoing issues
about physiotherapy will not be resolved.
The main limitation of this study was the relatively low
response rate of 50%, influenced by the design, which was
a postal questionnaire. This is acknowledged to yield a low
response rate [9]. However, it was chosen to allow families
to complete it at a time of their own choosing, fitting
around the demands of caring for a child with a chronic
illness. A self-administered questionnaire given to families
to complete in clinic would possibly have boosted the
response rate but could have its own inherent biases. It
was identified that families may have felt that their
anonymity was compromised by the use of this method.
Families may also have had insufficient time to complete
the questionnaire due to consultations with members of the
CF team and/or keeping their child entertained for the
duration of the clinic.6. Conclusion
This survey has revealed that families of children with
CF, who responded to the questionnaire, greatly value the
development of the community physiotherapy service. With
its family-centred approach, it has enhanced the quality,
availability, flexibility and convenience of treatment offered,
by reducing disruption to home and family life.
A variety of criteria for home visits have been developed
and these effectively meet the needs of families. Additional
information should be made available to families to ensure
that they are aware of appropriate reasons for requesting a
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physiotherapist.
Despite the positive comments made by the 50% of
families who responded, it is clear that some families would
appreciate further expansion of the service provided. This is
appropriate in circumstances which comply with the referral
criteria. However, requests for annual or biannual visits
could potentially change the service into Froutine_ rather
then Fcriteria-based_ management. This is not felt to be an
appropriate use of already limited resources.
Ongoing audit and review of the service will be carried
out, in line with the suggestions made by families who
responded to the survey.Acknowledgements
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